Background: Health care provider experiences of the carer have been researched, but little is written about how these can inform development of support programs. Objectives: This study aimed to (1) explore health care provider perceptions of stroke carer roles and support needs and (2) examine carer needs across the stroke care trajectory to assist with development of an Optimal Health Program (OHP) to support carers. This study is part of a staged program of research that will evaluate and refi ne the OHP. Methods: Four dual-moderated semi-structured focus groups of stroke health care providers across acute, subacute, and community rehabilitation services were conducted. Facilitators used a semistructured focus group schedule to guide discussion. Sessions were recorded, transcribed, and analyzed using thematic and content analysis. Results: Three key themes emerged: transition, information, and impact of stroke. A number of subthemes highlighted the distinct roles of health care providers and carers. Specifi c elements of the OHP were identifi ed as having the potential to advance support for carers across the stroke care trajectory. Discussion: Findings support the integration of an OHP for carers within existing stroke care services in Australian public hospital and community settings. Conclusion: This study suggests how health care provider experiences could inform a self-management OHP to assist carers in navigating stroke services and to address their health-related concerns.
S troke is a chronic illness that places a signifi cant burden on individuals, families, and communities internationally. 1, 2 The primary responsibility of providing care often falls to family and signifi cant others, often with one person carrying out the majority of caregiving duties. 3, 4 A variety of health care providers are involved in stroke rehabilitation, including medical and nursing professionals, allied health care practitioners, and mental health clinicians. Health care providers are perceived as a source of support and information not only for people with stroke, but also for their carers, 5 but there is limited research in which providers are included as study participants and questioned about their perceptions of stroke carers' roles and needs. [6] [7] [8] Clarifying their views could inform programs designed to address gaps in stroke services specifi c to carer support.
regarding general practice teams and support measures for carers. Results were gathered through semi-structured interviews. Practitioners concurred that although general practice was an appropriate place to provide support, practitioners found it difficult to identify carers' needs, particularly because carers did not tend to present to the practice asking for help, preferring to "go it alone." Practitioners also saw their roles as reactive rather than proactively seeking out carers' needs, mainly due to time constraints in seeing to both patient and carer needs. Provider and carer participants also had similar views about carer training, which might involve a variety of components such as practical training (eg, diet, using aids) and support for problems associated with caring such as depression. Although these fi ndings are insightful, it is less clear whether they translate to Australian public health care settings, but they do highlight the diffi culty of supporting and engaging carers.
Carers of People with Stroke
Stroke can have signifi cant psychological impact on carers who often feel unprepared to deal with the physical, cognitive, and emotional demands. 9, 10 The nonprofessional carer role is complex and the care burden is under-recognized; often carers do not get what they need in terms of support and information. 11, 12 Carers often experience adverse health effects and have high rates of depression, 13 anxiety, 14 cardiovascular disease, 15 and mortality. 16 They may also have to reduce their occupational and social activities. 17 Robinson et al 18 reviewed the literature and highlighted carers' needs for information, ways to manage stress and depression (eg, through relaxation methods), social support, health maintenance, and problem-solving skills. Ski and O'Connell 10 conducted a longitudinal study in metropolitan Victoria, Australia, to explore the impact of the caring role on stroke carers. The most consistently reported concern was lack of follow-up for initiating home rehabilitation. Findings suggested that early discharge combined with lack of appropriate planning can contribute to carer burden. Similar fi ndings were noted by Perry and Middleton 19 in a study of 32 Australian
Health Care Providers' Perspective
In a Canadian setting, Cameron et al 7 interviewed stroke family caregivers and health care providers across acute, rehabilitation, and community services. Framework analysis identifi ed 3 key themes: type and intensity of support, who provides support and how, and what and whom is the primary focus of care. There was consensus that less information is needed during the acute phase of diagnosis but more information is needed during the preparation and transitioning to discharge home. Carers tended to feel overwhelmed by medical information, and health care providers felt uncertain about when caregivers were ready to receive information. Carer participants also indicated that support of family and friends decreased over time. Health care providers and caregivers agreed that the patient should be the focus of care at diagnosis and stabilization, and that caregivers should be increasingly prioritized with preparation for discharge. Health care providers and caregivers highlighted different challenges during the preparation process. For health care providers, this was accessing caregivers during business hours; for caregivers, challenges were feeling they did not have a voice in home care service decisions. These themes indicate that caregiver needs and health care provider roles change across the illness trajectory.
In the United Kingdom, Morris, Payne, and Lambert 6 conducted focus groups to explore the stroke care experiences of patients, carers, and health care providers. Thematic analysis revealed 6 themes: stroke service as specialist service, splits or separations in services, availability of care, consistency of care, staff morale, and wish for change/recommendations. In terms of a specialist service, health care providers believed that the ward environment could offer emotional support by linking patients and carers with people in similar positions. Carers and health care professionals in this study noted their concerns about the lack of availability of staff and the impact on recovery if, for instance, patients missed an occupational therapy or physiotherapy session.
In another UK-based study, Greenwood et al 8 explored the perceptions of primary care practitioners and carers of stroke survivors stroke carers who were interviewed by telephone 1 and 3 months post discharge. In particular, the main concerns of carers were preparation for life after discharge and the need for information, which was sometimes believed to be inadequate.
Optimal Health Program
The Optimal Health Program (OHP) is a multidisciplinary collaborative therapy and selfefficacy intervention to support people with mental or physical illness. [20] [21] [22] The program promotes hope, growth, and partnership [20] [21] [22] by providing a comprehensive therapeutic approach for consumers, clinicians, service providers, and others to work systematically toward the achievement of optimal health outcomes. 21 The concepts of self-effi cacy and care coordination are integral components of the OHP. The OHP model is focused on well-being with a capacity to include additional components addressing particular mental or physical health problems. The OHP is delivered in 10 sequential sessions comprising: (1) interagency collaboration, (2) care coordination, 23, 24 and (3) support information and identifi cation of community support and a booster. See Table 1 for OHP session topics.
Other psychosocial interventions to support informal carers of stroke survivors have shown promising results. [23] [24] [25] However, we are not aware of any programs that integrate carer interventions with care coordination in Australia. There is a gap in knowledge about how health care providers' perceptions inform the implementation of carer support programs. Our research explores health care providers' experiences to assist in identifying strategies for customizing the OHP to support carers of people with stroke. This study is part of a wider program of research designed to inform the adaptation of the OHP for carers of people with stroke. The self-management foundations of the OHP are particularly relevant for carers who provide the majority of care, especially after the transition away from formal services. The collaborative team focus of the OHP also provides an environment for carers that facilitates their ability to develop confi dence, learn strategies for self-care, and identify where to obtain further assistance if required. Our aims were to (1) explore health care providers' perceptions of the stroke carer role and carer support needs across the stroke care trajectory and (2) identify strategies for the modifi cation of the OHP such that it could be integrated into existing stroke health services.
Methods

Participants and setting
A purposive sampling strategy was used to recruit 23 health care providers who represented a range of disciplines. Inclusion criteria were being employed with a Victorian public health service in stroke care, age greater than 18 years, and ability to converse in English. All medical, nursing, and allied health care providers were invited to participate, and there was no requirement for participants to have a specifi c level or number Reviewing health plans and refl ecting on achievements of years of experience. Four focus groups were conducted at 4 clinical settings: 1 group from acute care, 2 from subacute care (rehabilitation and transitional care), and 1 from community rehabilitation. The average focus group duration was 54 minutes. Table 2 presents the breakdown of disciplines represented by participants in each focus group. Medical providers were approached but were unable to attend the focus groups.
Design
A cross-sectional qualitative focus group design was used, with dual-moderated focus groups. 26
Procedure
This study was approved by the relevant human research ethics committee. We reviewed the relevant literature and developed a semistructured focus group schedule. All participants provided written informed consent; participant identifi ers were removed before data analysis. Nurse unit managers were approached and assisted in identifying staff who were eligible for the study and arranging focus group times and locations.
To maximize a range of responses, we conducted focus groups in key service areas including acute, subacute, and community stroke services and we targeted staff from each professional discipline (eg, physiotherapy). Data saturation was achieved when no new themes emerged across focus groups.
A dual-moderator approach was used; the second moderator was able to ask probing questions and keep detailed notes contemporaneously with the interview, something noted as lacking in singlefacilitator focus group approaches. 27 The moderators were researchers with qualitative research and group work experience. Focus groups were audiorecorded and transcribed verbatim. Field notes were kept, and debriefi ng sessions between facilitators were held after interviews. All notes informed data analysis.
Data analysis
Four researchers independently analyzed, coded (identifying key passages and words), and categorized (classifying key passages and words within themes) verbatim transcription, drawing on pragmatic thematic analysis to form emergent themes. The pragmatic data analysis approach of Halcomb and Davidson 28 was used for the purpose of focus group data analysis. This 6-stage approach is illustrated in Figure 1 . Participant responses were explored in more detail after focus groups were conducted. A further review of notes was undertaken immediately after the focus groups were conducted. Then audiotapes were reviewed to ensure the accuracy of notes taken. Transcripts were re-reviewed and common responses were grouped to form themes. Four fellow researchers reviewed the notes and listened to the audiotapes for secondary validation of themes. Then the data were linked to fi ndings from the associated literature. After initial data analysis was complete, the 4 researchers met to discuss their fi ndings and arrive at a consensus.
Results
Three major themes emerged, each incorporating subthemes ( Table 3 ). The themes were transition, information, and impact of stroke. To identify various health care settings/groups, the following classifi cations are used: acute unit (A), subacute rehabilitation (SA1), subacute transitional care (SA2), and community rehabilitation (CR). Clinical applicability of the OHP is presented for each of the key themes.
Key theme: Transition
Participants discussed transitions in the stroke trajectory including progression from symptoms to stroke diagnosis and transition from acute care to subacute care and to home. The groups also identifi ed transitions that occurred as individuals adopted a caring role. Two subthemes emerged 
Subtheme: Transition in health care providers' role
There was consensus that support for carers of patients with stroke by health care providers across the trajectory is crucial. Participants acknowledged that their roles could be challenged by workload.
I would like to give more time to families but feel constrained by my workload for the shift and sometimes you see husbands or wives or carers and you know in your heart they are fi nding things diffi cult and that is very hard and I feel it's part of my work… (SA1) Participants identifi ed how lack of access to counselling support affected daily work.
I think the support around the emotional journey, both client and families is a big gap because if we had access to psychology or counselling we could start educating about stroke…offering what they need as things change such as adjusting to their emotions. (CR)
Each of the participant groups highlighted challenges in supporting carers and people with stroke who are transitioning to discharge home and identifi ed where access to services was time limited.
There is dependence and reliance which is diffi cult to navigate, mainly because people need long-term support and we are the end of the line as community rehabilitation. Especially discharge conversation. "Yeah but where are we going ? We still need support with this." There is still much more improvement to make which is right but there is no one else. (CR)
Subtheme: Transition in carers' role
Participants described the process of taking on a caring role, how this changed across the illness trajectory, and how this role can be diffi cult to accept.
I think lots of people struggle with that notion of being a carer straight up, and the adjustment period is a process of weeks and sometimes longer. (SA1)
Participants also highlighted how people identify with their caring role.
I think that carers of stroke in particular and other conditions that might be chronic is that most people from my experience don't identify themselves as a carer but as a husband or wife or daughter… (SA1)
Participants reported that fi nancial disadvantage is a major challenge confronting carers in the transition to home.
The fi nancial disadvantage of the client is the biggest hurdle… if you have a family that can buy a lifting machine and a special bed and employ a physio so they can get a better outcome, they have the potential to have a better outcome than those who are lower socioeconomic… (SA2)
The groups acknowledged that the caring role unfolds alongside life stage transitions. There was agreement that stroke could interrupt the carers' plans for the future.
They had dreams and plans for retirement, concrete plans and "next year we will go here, here and here" and the loss of that when the husband had a stroke was incredibly devastating because all of the plans stopped… (SA2)
The groups discussed the transitions in the carers' capacity to cope and how expectations can be challenged as carers recognize the extent of demands.
I have had family say "this is absolutely what I want and I want to devote my life to meeting their needs" and six months later they may say "actually this is very diffi cult and we need assistance and respite." (A)
Key theme: Information
Participants discussed the role of information based on their experiences of using information to educate carers and people with stroke. Two subthemes emerged.
Subtheme: Health care providers' delivery of information
There was consensus that information should be reinforced throughout care pathways. The timing of information provision was highlighted as a challenge.
After people have been coming to the rehab centre after six -months they are still not ready to take on some information and not ready to engage in a certain group…that is a challenge, the timing and information and when are people ready to accept things. (CR) Participants acknowledged that information should target individual needs and not be overwhelming. The groups acknowledged how carers' grief and adjustment can guide information provision.
It depends where the carer is in regards to their grief and adjustment and I fi nd that you might tell them the same information every week depending if they can take it in or not. (SA1)
Participants spoke of managing information requests from carers and stroke survivors. Acute health care providers noted that when prognosis was uncertain, they tended to provide less specifi c information.
I think being vague is better than being concrete and giving wrong answers. (A)
The rehabilitation groups highlighted the practical, future-focused information provided to patients and carers in preparation for hospital discharge.
You try to provide education and strategies for communication at home and provide examples to support someone to be independent in the community and at home. (CR)
Subtheme: Carers' responses to information and diffi culties comprehending implications
There was consensus that carers who are experiencing heightened levels of stress have diffi culty retaining verbal information.
It is hard for them to take it all in, in the beginning they are so stressed and so anxious they can't retain the information and that is why I think it is important that it [information] is reinforced for them. (A)
The groups discussed how written and oral modes of information can be combined.
I can't remember whether it was 20% or 25% of information people are given verbally is retained…but it goes up when you give them written information coupled with verbal which is why we give family members or carers the family meeting minutes. (SA1)
Key theme: Impact of stroke
Participants clarifi ed their perception of the impact of stroke on patients and carers. This included carers' responses to uncertainty and loss associated with the stroke.
Subtheme: Health care providers' role in supporting the carer
Participants emphasized the importance of validating and listening to carers' experiences.
There was consensus on the need to maintain hope for patients and carers.
Yeah, that is one thing, giving them hope, that's one thing we are really good at as a team we never, never extinguish hope. It may look bleak but we never extinguish that hope. (SA1) Participants spoke of how understanding and supporting carers can be a subtle process.
I think a lot of what we do in terms of carers is subtle supportive counselling…just trying to have an understanding to know what it might be like to walk in their shoes. (SA2)
This subtheme overlaps with the transition theme, where participants highlighted how they support carers in different ways across the stroke trajectory.
Subtheme: Carers' experiences of the impact of stroke
There was consensus that stroke contributes to uncertainty for carers across the illness trajectory.
There is uncertainty and fear they are facing and what does it mean for the future. I think for me the thing I am aware of is the sense of loss people experience and the uncertainty. (A )
There was acknowledgment that carers face multiple losses and that changes in their relationships with the stroke survivors are arguably one of the most challenging consequences of stroke.
One of the hardest things to cope with particularly if there are signifi cant personality changes is that sense of "I have lost this person, who is this new person who I have to take care of ? I have lost my husband and I don't know who it is." (SA1)
This concept of loss overlaps with the transition theme that highlighted the losses that are experienced across life stage transitions. Participants acknowledged that carers can experience anger and resentment toward the stroke survivor.
I have worked with some clients in this program and the carers were not sad, were not uncaring, but angry at their spouse and very highly functional in both cases and now were in position that they couldn't do anything and they had to put their lives on hold. Who'll care for them ? And they were stuck there within the anger and their anger was pushed onto their partner who had the stroke. (SA2) The groups acknowledged the impact of carers' experiences of loss before the stroke.
Carers have their issues before the person had their stroke and it pushes them to the limit of what their capacity is. They might not have been managing with what they had before and this comes and just tops it off. (CR) Groups highlighted how stroke can affect the patients' capacity to earn income, which has adverse effects on both the patients and carers.
They have gone from having quite a good lifestyle, mortgage, to the main income holder staying home, the wife the carer, and going to a pension and then lose the house. (CR)
Discussion
Summary of main fi ndings
This study explored health care providers' perceptions of the role of stroke carers and their needs for support. The findings, consistent with results of previous research, highlight the multifaceted nature of stroke health care providers' experiences. [6] [7] [8] Three key themes were identifi ed: transition, information, and impact of stroke. These are discussed along with implications for practice and integration of the OHP into existing stroke services.
The theme of transition included subthemes centered on the changes over time in the roles of the health care providers and carers. Participants acknowledged their roles supporting carers at different stages of the illness. These fi ndings are congruent with research acknowledging the roles of different disciplines in supporting carers' changing needs. 7 Similar to fi ndings by Morris, Payne, and Lambert, 6 participants in this study highlighted concerns around availability of care on the wards and the impact this might have on the ability to provide supports to carers and patients. Participants emphasized discharge home as a crucial stage for supporting carers. The importance of care at discharge home and follow-up was also noted in a previous Australian study. 10 A study by Cameron et al 7 also highlighted how carers needed more information during this period as compared to the time of diagnosis. By simultaneously facilitating carer and health care provider focus groups, Cameron et al 7 were able to compare and contrast their different perspectives on carer support needs and recommend a family-centered model of care to address the changing needs of carers over time. The exploration of the perspectives of carers and patients with stroke forms part of the next stages of our research in informing the Therefore, participants in our study were more primed to speak about their perceptions of the carers and carers' role in terms of aspects such as emotional support.
The emotional impact of stroke was noted by Gosman-Hedström and Dahlin-Ivanoff 3 who found that mastering an uncertain, unpredictable life was the dominant theme for older females caring for partners with stroke, whereas a study by Jones and Morris 30 of adult stroke survivors and their parent carers highlighted carers' emotional turmoil, including chronic grief and distress.
Given the consistent fi ndings from this and previous studies, it is possible that health care providers throughout the world have similar views about carers' roles and their needs in relation to the stroke setting. An interesting fi nding in our study was the lack of discussion about the positive experiences of caring. A systematic review revealed that carers reported positive experiences including increased self-esteem and feeling appreciated. 31 One possibility is that participants did not perceive "positives" or assumed the study focus was challenges, despite the neutral focus group questions (eg, "What are your thoughts about the role of the carer ?").
OHP clinical applications and integration across existing stroke services
Transition
Participants identifi ed challenges to providing and accessing support for carers, particularly in the discharge to home. The OHP can be delivered by a range of health care providers, and it targets individual carer needs. 20, 21 Training health care providers in the OHP across acute, subacute, and community services could improve consistency in the provision of carer support across stroke pathways. The OHP can be fl exibly delivered, depending on changing carer needs, and can be offered at all stages of the care trajectory. OHP can be delivered in the community and homes or by videoconferencing.
Information
The OHP can be tailored to include illnessrelated information such as that from the National Stroke Foundation. The OHP is fl exible, and application of OHP to this population with a unique focus on well-being and self-effi cacy.
Participants acknowledged the transition of persons taking on a caring role and how their role evolves across the stroke care trajectory. They clarifi ed how carers and stroke survivors experience interruptions to life stage transitions. This is consistent with results of a qualitative study of family caregivers in Italy that highlighted carers' newly acquired roles and support needs. 29 Within this transition theme, our participants reported that carers may not ask for help until months down the track, preferring to devote themselves to the caring role. This concept of "going it alone" was also described by the primary care practitioners in a study by Greenwood et al. 8 The second major theme was information. The subthemes included the delivery of information by the health care provider and the carers' responses, including the implications of their diffi culties in comprehending the information. Such themes have been observed in the stroke carer literature, including the role of information in improving carers' knowledge of stroke and their satisfaction with treatment. 6, 7 Our fi ndings were particularly consistent with those of Cameron et al, 7 who found that health care providers struggled with decisions about how and when to deliver stroke-related information to carers. Similarly, our participants identifi ed challenges with information provision, most notably related to the timing and amount of information provided.
The third major theme was impact of stroke. This theme incorporated the subthemes of the health care providers' role in supporting carers and maintaining hope and the carers' experiences of the impact of stroke. Findings highlighted the uncertainty, shock, and loss carers experience after stroke, which parallels the literature reporting the importance of supporting carers' emotional needs. 7, 16, 17 Like our participants, health care providers in a study by Morris, Payne, and Lambert 6 acknowledged their role in facilitating emotional support, specifi cally the importance of facilitating peer support between patients and families on the wards. It is important to note, however, that participants in the study by Morris, Payne, and Lambert 6 were asked primarily service-based questions (eg, nature of the service, possible improvements), and there was less focus on exploring specifi c perceptions of the carer role.
A trial of the revised OHP is the next step in integrating the OHP into public and community health care settings to support carers of people with stroke. We will develop OHP training modules to train professionals across Australia in delivering the OHP to carers to expand the potential benefi ts of the OHP.
Conclusion
Health care providers in this study highlight 3 key areas for carers of stroke survivors: (1) transitions through care to home, (2) the delivery and receipt of information, and (3) the impact of stroke. In adapting the OHP, it will therefore be important to stage information across the illness trajectory, be fl exible with support during transitions, and balance practical tools with space for empathic communication around the impact of stroke. By exploring the experiences of health care providers, this study has suggested how an OHP can be tailored to support carers of people with stroke and how it can be integrated into existing Australian public health care settings. Further research on the OHP will help refi ne its applicability for supporting carers of people with stroke by applying a psycho-educational model that focuses on improving the self-effi cacy and well-being of the carer. Previous publication: Portions of this study were presented as preliminary results at the St. Vincent' s Health National Stroke Week Twilight Seminar; September 13, 2012; Melbourne, Australia. Portions of this study were also information can be staged across the trajectory at appropriate times and in coordination with multidisciplinary teams. The OHP provides participants and facilitators with written session material, including regular reviews of previous sessions for consolidation of progress. The OHP includes a self-care booklet designed specifi cally for stroke carers, containing information on lifestyle, communication skills, and how to seek psychological and peer support. There is a pocketsized health journal to record appointments and contacts. In concrete terms, the adaptation of the OHP may incorporate stroke-specifi c information from the National Stroke Foundation such as stroke symptoms and means of prevention. The OHP may integrate information about carer stress and the types of psychological therapy available for ongoing support to address the impact of stroke.
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